Introduction Integration of palliative care into oncology practice remains suboptimal. Misperceptions about the meaning of palliative care may negatively impact utilization. Purpose We assessed whether the term and/or description of palliative care services affected patient views.
Introduction
Palliative care services play an integral role in the multidisciplinary care of patients with advanced cancer and their families [1] . Specialized palliative care provided concurrently with standard oncology care decreases burdensome psychological symptoms, improves quality of life, decreases healthcare costs near death, optimizes timing of therapies, and may prolong life [2] [3] [4] [5] [6] [7] [8] [9] . Support for integrating palliative care services into Electronic supplementary material The online version of this article (doi:10.1007/s00520-013-1919-z) contains supplementary material, which is available to authorized users. standard oncology practice is growing. International organizations including the National Comprehensive Cancer Network, the American Society of Clinical Oncology, the European Society for Medical Oncology, the Institute of Medicine, and the World Health Organization are calling for a new paradigm of advanced cancer care that incorporates the principles and practice of palliative medicine [10] [11] [12] [13] [14] . The American Society of Clinical Oncology recently published a provisional clinical opinion stating that "combined standard oncology care and palliative care should be considered early in the course of illness for any patient with metastatic cancer and/or high symptom burden [15] ."
To date, however, the provision of palliative care services to patients with advanced cancer remains suboptimal. Informational, emotional, and physical needs are frequently unmet among patients with incurable disease receiving standard oncology care [16] [17] [18] . The majority of specialized palliative care services are provided in the hospital when patients are sicker, families are under stress, and decision-making about goals of care is difficult [19] [20] [21] .
One reason for inadequate use of palliative care may be misperceptions about the meaning and/or scope of palliative care services. Patients and providers may mistakenly equate palliative care with hospice or assume that palliative care services cannot be provided concomitantly with active treatment [22, 23] . The term palliative care may act as a barrier to early patient referrals because it is viewed as distressing by oncologists, who may be more likely to refer patients to a service called supportive care [24] [25] [26] [27] . Whether patients hold similar views, however, is not known. A recently conducted consumer marketing survey suggests that a new description of palliative care may positively affect the public's impressions of these services [28] . However, this issue has never been formally tested in patients with cancer who, because of their experience, may have very different attitudes toward palliative care. To date, there has been no systematic assessment of how the term supportive care (vs. palliative care) or the description of services affects the understanding and views of oncology patients.
Methods

Design overview
We conducted a randomized between-subject 2×2 factorial telephone survey of patients with advanced cancer to assess the impact of language used to describe outpatient palliative care services on patient understanding, impressions, perceived need, and intended use. Patients were randomized into one of four groups that differed by terminology (supportive care vs. palliative care) and description (patient-centered vs. traditional). This study did not require clinical trial registration because there was no intervention affecting health outcomes. The University of Pittsburgh Institutional Review Board approved all study procedures.
Subjects and setting
From December 2011 to April 2012, we recruited patients from 20 participating medical oncologists practicing at two university-affiliated cancer treatment centers with outpatient palliative care clinics (referred to as the Cancer Pain and Supportive Care Clinic and the Palliative Care Outpatient Clinic) in Pittsburgh, PA. One additional medical oncologist was approached but declined to participate because he did not want the term palliative care used with his patients. Eligible patients were adults with advanced solid tumors, defined as stage IV, or refractory or recurrent hematologic malignancies. We included patients who had an appointment with their oncologist within the past 3 months or in the next 1 month, had a working telephone number, and were able to complete a 30-min interview without assistance. We excluded patients who were determined by their oncologist to be emotionally or physically unable to participate in a 30-min telephone interview.
Survey content 1. Language. Surveys used either the term palliative care or supportive care throughout [26] . The traditional description of these services used language from participating cancer center websites that is also found in many published descriptions of palliative care [28] [29] [30] . The patient-centered description used language that was preferred by the general public in a national consumer survey conducted by the Center to Advance Palliative Care and the American Cancer Society [28] . and cancer diagnosis were abstracted from the medical record. The survey included questions about patient demographics, clinical characteristics, and prior experience with palliative/supportive care. All survey questions were pilot-tested for clarity and ease of administration over the phone prior to use. The complete survey is included as an appendix (ESM).
Enrollment
Participating medical oncologists identified up to 30 patients each (range 6 to 30) who met eligibility criteria and had an appointment in the past 3 months or upcoming 1 month by reviewing their clinic schedules from this specified time frame. We mailed eligible patients an explanation of the study that included an interview guide to visualize responses and a toll-free opt out phone number. Two interviewers (RM and LV) trained in telephone interview techniques contacted patients by phone within 3 weeks of mailing the informational letter and up to a maximum of five times each. Interviews were conducted by phone either immediately after verbal consent or during a subsequent telephone call scheduled at a convenient time. All participants provided verbal consent.
Randomization
We used computer-generated block randomization stratified by age (>65 or ≤65 years of age), sex, and interviewer to ensure equal distribution of subjects into one of four groups: (1) palliative care/patient-centered description, (2) palliative care/traditional description, (3) supportive care/ patient-centered description, and (4) supportive care/ traditional description. Patients were randomized immediately following verbal consent and before beginning the interview.
Power calculation
We estimated that a sample size of 152 participants (38 per group) would yield 85 % power (two-sided, α=0.05) to detect a difference of one point in our main outcome measures [28] . We anticipated a 50 % enrollment rate based on prior experience with patient telephone surveys and aimed to identify 304 eligible participants.
Analysis
We generated descriptive statistics of patient demographic and clinical characteristics. We used mean (standard deviation) to describe normally distributed continuous variables and median (median absolute deviation) to describe continuous variables with a skewed distribution. We used ANOVA F tests, Kruskal-Wallis tests, and Chi-squared test to compare demographic and clinical variables by randomized groups. We used two-way ANOVA to test for interaction between the factors (term and description) and to compare mean outcome measures by the two factors (term and description). We conducted a series of univariate regression models to determine which individual covariates were associated with each outcome. Terminology (supportive care vs. palliative care), description (patient-centered vs. traditional), and additional variables with a p value <0.1 in univariate analyses were included in final multivariate regression models.
We used qualitative description to analyze narrative responses [31] . Three investigators (RM, LV, and YS) used constant comparative methods to develop a coding framework [32, 33] . All disagreements were discussed and resolved by consensus. The codebook was then applied to all responses by a single investigator (LV) who was blinded to randomization group. After coding was completed, we used Chi-squared tests to compare response categories by randomization group (palliative care vs. supportive care).
All analyses were conducted in R. (R Foundation for Statistical Computing, Vienna, Austria, 2011).
Results
Enrollment and randomization
Patient enrollment is summarized in Fig. 1 . Of the 338 subjects identified as eligible, 272 patients or family members were reached by telephone, 177 patients were randomized, and 169 completed the survey.
Patient characteristics
There were no significant differences in age (p=0.199), gender (p=0.127), or cancer diagnosis (p=0.1) between participants and nonparticipants. Participant characteristics are summarized in Table 1 . The most common cancer diagnoses were breast (54/169, 32 %) and lung (31/169, 18 %). Eleven percent of patients (18/169) reported they had seen a specialized palliative/supportive care provider in the past. There were no significant differences in demographic or clinical characteristics between randomization groups.
Main outcomes
Main outcomes by randomization group are summarized in Table 2 . There were no significant interactions between term (supportive care vs. palliative care) and description (patientcentered vs. traditional). The term supportive care (vs. palliative care) was associated with better understanding (7.7 vs. 6.8; p=0.021), more favorable impressions (8.4 vs. 7.3; p=0.002), and higher future perceived need of services (8.6 vs. 7.7; p=0.017), but not with higher current perceived need (5.0 vs. 4.7; p=0.548) or intended use (self-initiated, 6.3 vs. 5.8; p=0.372; oncologist-initiated, 8.8 vs. 8.4; p=0.177).
Outcomes did not differ by description (patient-centered vs. traditional) of palliative/supportive care services.
Univariate regression results are included in the appendix (ESM). In final multivariate models adjusted for term (supportive care vs. palliative care), description (patient-centered vs. traditional), and all significant variables (p<0.1) in univariate analyses, the term supportive care (vs. palliative care) remained associated with more favorable impressions (p=0.003) and higher future perceived need (p=0.022) of services. See Table 3 .
Qualitative results
Patient responses to the question "can you please describe in your own words what you think palliative care (or supportive care) is?" are presented in Table 4. A higher percentage of patients expressed confusion about what palliative care meant as compared to what supportive care meant (p=<0.001). Patients were more likely to describe supportive care as involving psychological, mental, or social support (p=<0.001) or opportunities for medical communication/information exchange (p=0.001) and more likely to describe palliative care as end-of-life care (p=0.006).
Discussion
In a randomized trial of language used to describe palliative care services, patients with advanced cancer reported more favorable impressions and higher future perceived need for supportive care (vs. palliative care). To our knowledge, this study is the first systematic comparison of attitudes toward the term palliative vs. supportive care among patients with cancer. Patients were more likely to interpret supportive care as a Fig. 1 Consort diagram detailing patient flow through the study including recruitment, randomization, and completion. Dagger patients were reached, requested to call back, and were unable to reach on subsequent attempts. Single asterisk patients were reached, requested call back after randomization and were unable to reach on subsequent attempts. Double asterisks after randomization, patient was not reached during scheduled interview (N=1), patient died (N=1), was determined to be unable to complete without assistance (N=2), and interviewer deviated from standard script and decision was made not to be in final analysis (N=1) service that provides medical communication and information as well as psychological, mental, and social support, whereas they were more likely to equate palliative care with end-of-life services.
Our findings raise concerns as to how patients perceive the term palliative care. Unfamiliarity and/or negative associations with the term palliative care may result in less favorable impressions and lower perceived need for these services. The reasons underlying these more negative perceptions are not entirely clear. In our study, over half of the patients did not know what palliative care meant. This finding builds on prior research demonstrating a lack of familiarity with the term among oncology nurses [23] and the general public [28] , as well as among patients with cancer [22] . Palliative care also lacks a standard definition in the supportive and palliative oncology literature [29, 34] . In the absence of a clear understanding of what palliative care means, patients may invoke prior experiences of palliative care with friends or loved ones. The fact that most patients receive palliative care late in their disease course [19, 20] may play into perceptions that this service is for patients at the end of life, leading to a lower perceived need for palliative care among patients who are not at this stage. Patients may develop a misunderstanding about palliative care from their oncologists, who often think of it as end-of life care [25] . Finally, the fact that palliative care is so closely tied to hospice-for example in the USA, the subspecialty board certification is for Hospice and Palliative Medicine-may contribute to this view. Hospice care has been available for a longer period of time and continues to be a more familiar concept [22, 28] . Patients who are not While we had hypothesized that using recently developed patient-centered language to describe palliative/supportive care services may improve understanding, impressions, perceived need, and intended use, we found no such association between descriptions and these outcomes [28] . Our findings differ from the national marketing survey sponsored by the American Cancer Society and the Center to Advance Palliative Care in which the public rated newer patient-centered language more positively [28] . This finding may result from the fact that our study involved patients with advanced cancer who likely have greater familiarity with these services than the general public. In addition, our study also utilized a more stringent randomized design than the marketing survey, which may also account for our different results. Patients reported being more willing to seek palliative/supportive care services when recommended by their oncologist. This finding highlights the importance of trust between patients and oncologists in the setting of life-threatening illness, which may lead to a hesitancy to question oncologists' advice or independently engage with additional providers. While referral from an oncologist is not required for a palliative care clinic visit at many cancer centers and efforts have been made to increase patient-driven requests for palliative care [10] , improved integration of palliative care services will require the active participation and support of oncologists.
These findings have practical implications. Lack of patient familiarity with the term palliative care creates an opportunity for palliative care clinicians to define palliative care services for patients, particularly in outpatient oncology settings where subspecialty palliative care clinics are growing rapidly and have many unique features from hospital and hospice-based palliative care programs. However, the fact that patients were most likely to associate the true scope of outpatient palliative care services with the term supportive care suggests that substituting this term may decrease barriers to service use. Recognizing that many patients equate palliative care with death and dying, oncologists may also choose to substitute the term supportive care and/or directly elicit and address patient concerns when recommending these services [24] [25] [26] [35] [36] [37] . Of note, addressing barriers to service use should not be confused with changing the nature of services provided. It is possible that any name applied to palliative care services will eventually be associated with end-of-life care. [38] Additional work is needed to ensure that descriptions of palliative care in research and clinical settings are clear and reflect evolving definitions of the field [39] .
Our study has several limitations. First, just over half of the identified patients completed the study. However, our enrollment rate compares favorably to other published telephone surveys and there were no significant demographic differences between participants and nonparticipants [40, 41] . Second, the majority of respondents were Caucasian. Previous research suggests that awareness of palliative care may be even lower among more racially/ethnically diverse groups [22] . Third, we conducted this study at two cancer centers with wellestablished palliative care programs. Our findings may not generalize to other centers with less established palliative care services. Fourth, the name of outpatient palliative care clinics at these cancer centers may have influenced participant responses, though a minority of participants had used these services. Finally, because we were not able to directly measure service use it is not clear to what extent these findings will translate into clinically meaningful differences.
In summary, it is important to consider how patients perceive the terms palliative vs. supportive care, as language may significantly affect understanding, impressions, and use. Providing early palliative care services as part of a multidisciplinary approach can enhance the quality of life and perhaps even prolong survival for patients with advanced cancer. Changing impressions of the term palliative care, or substituting the term supportive care, may help to extend the reach of these services.
